Collaboration between patient and pharmacovigilance organizations to gain insight into adults' experiences with drug use and ADRs for the treatment of ADHD.
Patient organizations have good access to patients, which can be of interest in gaining knowledge about patients' experiences with drugs. The aim of this study is to investigate if a collaboration between a pharmacovigilance center and an ADHD patient organization can give more insight in patients' experiences with drug use and ADRs for the treatment of AD(H)D. Pharmacovigilance Centre Lareb and ADHD patient organization Impuls & Woortblind created a web-based questionnaire asking about patients' experiences with drug use and ADRs. Patients were approached to participate by e-mail and an open web-link. They were also asked to report ADRs through the official reporting form of Lareb. A total of 1160 patients completed the questionnaire, of which 75.2% of the respondents experienced ADRs and 60.7% discontinued treatment because of an ADR. More than 70% experienced positive effects of their drugs. Additionally, 5.0% of the respondents reported their ADRs to Lareb. Collaboration with patient organizations provide useful insight into patients' experiences with drug use and ADRs taking into account establishing clear 'rules of engagement'. An active approach to collaborate with patient organizations is a way forward to gain more information about drug use and ADRs in a selective cohort.